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INTENDED USERS

Advanced Practice Nurses
Nurses

Occupational Therapists
Physical Therapists
Physician Assistants
Physicians

Social Workers

GUIDELINE OBJECTIVE(S)

To improve the quality of dementia care in assisted living residences and nursing
homes

TARGET POPULATION
Residents of assisted living and nursing homes
INTERVENTIONS AND PRACTICES CONSIDERED
Dementia Care

Holistic assessment

Regular formal assessments

Refer to other professionals as appropriate

Care planning involving resident, family, and staff
Provide person-centered care

Provide opportunities for residents to express themselves
Medication and non-pharmacological treatment

Training and management of staff

Provide positive and safe environment

COoONOTRONE

Food and Fluid Consumption

Nutrition screening and thorough assessment

Ongoing monitoring of food and fluid intake

Staff engagement in mealtime experience

Provide pleasant, familiar dining environment and positive social environment
Provide opportunity for residents to drink fluids throughout the day

ahwNPE

Pain Management

Pain assessment

Referral to other health care professional, as appropriate

Staff documentation of pain assessment

Pain prevention with medication or non-pharmacologic approaches
Analgesics or narcotic pain medication

ahwNE

Social Engagement
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Formal initial assessment

Staff involvement in resident’'s social engagement
Social engagement plan

Encourage activity through environment
Encourage use of remaining skills in daily activities

ahwONE

MAJOR OUTCOMES CONSIDERED

Effectiveness of interventions to alleviate psychiatric and behavioral
symptoms

Effectiveness of interventions to minimize limitations in activities of daily
living

METHODOLOGY

METHODS USED TO COLLECT/SELECT EVIDENCE
Searches of Electronic Databases
DESCRIPTION OF METHODS USED TO COLLECT/SELECT THE EVIDENCE

The guideline authors reviewed articles in the peer-reviewed literature from 1994-
2003. To identify potentially useful items, the authors conducted a comprehensive
search of Medline, CINAHL, and Psychlinfo, using various combinations of relevant
search terms, such as dementia, quality, long-term care, nursing homes, assisted
living facilities, and manual searches of all relevant articles' reference sections;
these methods resulted in the collection of 325 articles.

These articles were reviewed and appear in the literature review only if they focus
on long-term care facility residents with dementia, report on use of experimental
or quasi-experimental methods, and report the statistical significance of findings.
Trials are not included in the review if they have poorly defined interventions,
fewer than 10 participants, or no control condition. Literature reviews and
consensus statements, which reported systematic methods of analyzing extant
studies, were included in the review if they were no more than five years old to
ensure that valuable information published before 1994 could be included. This
selection process resulted in the inclusion of 101 studies and review articles.
Review of articles on assessment instruments and comparisons of the efficacy of
different medications in the management of dementia symptoms are outside the
scope of this review. The literature on special care units as an intervention is not
in the review because the definition of such units varies considerably and results
have been inconclusive.

NUMBER OF SOURCE DOCUMENTS
101 studies and review articles were included.

METHODS USED TO ASSESS THE QUALITY AND STRENGTH OF THE
EVIDENCE

Expert Consensus
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RATING SCHEME FOR THE STRENGTH OF THE EVIDENCE
Not applicable
METHODS USED TO ANALYZE THE EVIDENCE
Systematic Review
DESCRIPTION OF THE METHODS USED TO ANALYZE THE EVIDENCE
Not stated
METHODS USED TO FORMULATE THE RECOMMENDATIONS
Expert Consensus

DESCRIPTION OF METHODS USED TO FORMULATE THE
RECOMMENDATIONS

The Alzheimer's Association conducted a comprehensive literature review,
Evidence on Interventions to Improve Quality of Care for Residents with Dementia
in Assisted Living and Nursing Homes, which critiques evidence on interventions
designed to improve dementia care. Dementia care experts and professional staff
from the entire Alzheimer's Association used this evidence and a consensus-
building process to translate the research into specific recommendations for
dementia care practices.

RATING SCHEME FOR THE STRENGTH OF THE RECOMMENDATIONS
Not applicable
COST ANALYSIS

A formal cost analysis was not performed and published cost analyses were not
reviewed.

METHOD OF GUIDELINE VALIDATION
Not stated
DESCRIPTION OF METHOD OF GUIDELINE VALIDATION

Not applicable

RECOMMENDATIONS

MAJOR RECOMMENDATIONS

Recommended Practices for Effective Dementia Care
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Assessment

A holistic assessment of the resident's abilities and background is necessary
to provide care and assistance that is tailored to the resident's needs.
A holistic assessment includes understanding a resident's:
- Cognitive health

Physical health

Physical functioning

Behavioral status

Sensory capabilities

Decision-making capacity

Communication abilities

Personal background

Cultural preferences

Spiritual needs and preferences
Assessments should acknowledge that the resident's functioning might vary
across different staff shifts.

Example: Residents may become confused, disoriented, or more active as
evening approaches or during staff changes.

Thorough assessment includes obtaining verbal information directly from
residents and from family when possible.

Example: Staff can ask residents about their reactions to care routines, and
staff can provide feedback on successful techniques to the entire care team.

Example: Family members can help develop a "life story" of the resident,
offering detailed background information about a resident's life experiences,
personal preferences, and daily routines.

If obtaining information from a resident or family is difficult, staff can still
learn about the resident through other sources, such as medical records, and
by observing the resident’s reaction to particular approaches to care.
Resident behaviors can be seen as a form of communication and an
expression of preference.

Example: A resident repeatedly refusing a certain food may simply not like
that particular food.

Example: A resident who consistently resists entering the shower room may
need another method of keeping clean.

Regular formal assessment, as required by federal or state regulation, is key
to appropriate management of residents' care. Equally important is ongoing
monitoring and assessment of residents, particularly upon return from the
hospital or upon a significant change in their conditions.

If assessment identifies problems requiring consultation with health or other
types of professionals, making the appropriate referrals can help mitigate
these problems.
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Example: Professionals such as physical or occupational therapists can help
people with dementia regain physical health and improve their performance of
daily activities.

Obtaining the most current advance directive information (e.g., durable
health care power of attorney or living will) as well as information about a
resident’'s preferences regarding palliative care and funeral arrangements
helps ensure that the resident's wishes will be honored.

Note: While residents possess the capacity for decision making, they have
the legal right to review and revise their advance directive.

Care Planning and Provision

Effective care planning includes a resident and family, when appropriate, as
well as all staff (including direct care staff) who regularly interact with the
resident throughout the process.

Example: By asking staff and family members who have the best relationship
with the resident to describe how they elicit cooperation regarding necessary
care activities, those techniques can become a routine part of care.

An effective care plan builds on the resident's abilities and incorporates
strategies such as task breakdown, fitness programs, and physical or
occupational therapy to help residents complete their daily routines and
maintain their functional abilities as long as possible.

When all staff involved in a resident's care are familiar with the care plan,
they will be better equipped to provide appropriate care to the resident.

Note: Assessments, care plans, and life stories will be most beneficial if they
are accessible to all staff.

Care plans will remain current and most useful if they are regularly updated in
conjunction with periodic assessments.

Care plans need to be flexible enough to adapt to daily changes in a resident's
needs and wishes.

Behavior and Communication
Residents need opportunities and sufficient time to express themselves.

Example: Speaking in simple, direct language to residents, potentially
accompanied by gestures, pictures, written words, or verbal cues, may help
staff communicate with residents when involved in daily activities.

Example: Residents may need to work with a speech-language pathologist to
maximize their communication skills.

The behavior and emotional state of people with dementia often are forms of
communication because residents may lack the ability to communicate in
other ways.
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Staff need initial and ongoing training to identify potential triggers for a
resident’s behavioral and emotional symptoms, such as agitation and
depression.

Note: Triggers may include visual or hearing impairments, hunger, thirst,
pain, lack of social interaction, or inappropriate strategies for care activities
by staff.

When staff recognize these triggers, they can use environmental and
behavioral strategies to modify the triggers' impact.
Staff actions can elicit positive behavioral responses as well.

Example: Positive staff actions include providing relaxing physical contact
like hand holding, apologizing if a resident complains of pain during a care
activity, listening to resident concerns, and providing reassurance.

Information about a resident’s life prior to admission, such as his or her
culture and role within the family, may provide clues about effective
approaches to care.

Example: Knowing a resident's morning rituals, such as how they like coffee
or tea and what time they prefer to wake up, can provide insight into how to
care for a resident.

If non-pharmacological treatment options fail after they have been applied
consistently, then introducing new medications may be appropriate when
residents have severe symptoms or have the potential to harm themselves or
others.

Note: Medication and non-pharmacological approaches are not mutually
exclusive. At times a combined approach might produce the greatest benefit
for the resident.

When considering new medications, consider the presence of any other
potential problems, such as depression.

Note: Continued need for pharmacological treatment should be reassessed
by a qualified health professional according to the medication regimen or
upon a change in a resident's condition.

Staff communication with a resident's family is critical to helping the family
understand the progression of the resident’'s dementia, particularly as he or
she approaches the end of life.

Staffing

Staffing patterns should ensure that residents with dementia have sufficient
assistance to complete their health and personal care routines and to
participate in the daily life of the residence.

Consistent staff assignments help to promote the quality of the relationships
between staff and residents.
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Direct care staff need education, support, and supervision that empowers
them to tailor their care to the needs of residents.

Example: Direct care staff could learn when residents wish to get up and
how they wish to be bathed.

Example: Provide constructive feedback on staff interactions with residents.

Staff supervisors may need ongoing coaching to help them empower and
support the direct care staff to be decision makers.

Note: Facility and staff managers serve an important function as role models
in providing good dementia care.

Administrators have the role of evaluating facility policies and procedures to
ensure that they support direct care staff decision making during real-time
interactions with residents.
Staff who understand the prognosis and symptoms of dementia and how this
differs from normal aging and reversible forms of dementia are better
prepared to care for people with dementia.
Effective initial and ongoing staff training addresses:
- Dementia, including the progression of the disease, memory loss, and

psychiatric and behavioral symptoms

Strategies for providing person-centered care

Communication issues

A variety of techniques for understanding and approaching behavioral

symptoms, including alternatives to restraints

An understanding of family dynamics

Information on how to address specific aspects of care (e.g., pain,

food and fluid, social engagement)
Staff need (1) recognition for their use of problem-solving approaches to
providing care and (2) emotional support as they deal with their own
emotional reactions to the decline of residents over time and eventual death.
Staff should acknowledge and accept a resident's experience and should not
ignore a resident's report of an event or his or her feelings and thoughts.

Example: When a resident is complaining of pain, staff could tell the resident
that they understand it hurts and then report the pain to a staff member who
can address the resident's pain experience.

Environment

The physical environment can encourage and support independence while
promoting safety.

Example: A positive environment has recognizable dining, activity, and

toileting areas as well as cues to help residents find their way around the
residence.
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The optimal environment feels comfortable and familiar, as a home would,
rather than a hospital. The environment should be less about physical
structures and more about the feeling inspired by the quality of the place.

Example: A home environment provides opportunities for residents to have
privacy, sufficient lighting, pleasant music, and multiple opportunities to eat
and drink, and also minimizes negative stimuli such as loud overhead paging
and glare.

Example: When appropriate, a home environment might entail a private
room and bathroom and the opportunity for residents to have personal
furnishings, pictures, and other items in their living area.

Providing easy, safe, and secure access to the outdoors while maintaining
control over unauthorized exiting enhances the environment.

Note: Residents who have elopement behaviors need opportunities for safe
wandering.

Recommended Practices for Adeguate Food and Fluid Consumption

Assessment

Nutrition screening and thorough assessment are the foundation for providing
optimal nutrition care.

Assessments need to address nutritional problems and resident characteristics
such as poor dental health, swallowing difficulties, or distractibility during
meals that may affect food and fluid consumption.

Example: Set up referrals to a registered dietitian for residents who are at
high risk for nutritional problems, in compliance with regulatory requirements.
Registered dietitians can prioritize nutritional problems and interventions by
verification, evaluation, and interpretation of physical, chemical, and
behavioral information.

Example: Those who have swallowing difficulties may need assessment by a
qualified professional familiar with dysphagia.

Difficulty with eating may also be the result of residents having impairments
of balance, coordination, strength, or endurance.

Note: Ensure that seating adequately compensates for these impairments.

Ongoing monitoring of residents is necessary to discover changes in food and
fluid intake, functional ability, or behaviors during meals. Any changes should
be reported to dietetic staff and care planners.
Adequate assessment to minimize mealtime difficulties includes observing
residents for warning signs such as:
Difficulty chewing and swallowing, or changes in swallowing ability
Poor utensil use
Refusing substitutions
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Low attentiveness to a meal or wandering away during the meal
More than 25 percent of food uneaten during a meal
Regular monitoring and recording of a resident's weight helps ensure that
staff recognize and address the cause of any changes.

Staff Approaches

Various activities can engage residents in the mealtime experience and
stimulate appetite.

Example: Create opportunities for residents to help plan the menu and set
the table; stimulate olfactory senses by baking bread or a pie prior to the
meal.

Example: Create a "happy hour"” to encourage increased fluid intake.

When practical, residents can choose the time when the meal is served.
Mealtimes may need to be rescheduled for a different time of day if a resident
exhibits time- or light-dependent agitation, distraction, or disorientation.
During the meal, residents often require assistance to maximize their own
ability to eat and drink. Encouraging residents to function independently
whenever possible can help prevent learned dependency.

Example: If assessment shows that a resident can eat independently, but
does so slowly, the resident can eat at his or her own pace, perhaps with
verbal reminders to eat and drink. Mealtimes can be extended for slower-
eating residents.

Example: Adaptive utensils and lipped plates or finger foods may help
individuals maintain their ability to eat.

Example: For those residents who manage better if they face fewer choices,
serving one food item at a time is preferable.

Example: If residents need hand feeding, guide the resident's hand using the
"hand-over-hand" technique.

It is ideal for staff to sit, make eye contact, and speak with residents when
assisting with meals.

Fortified foods and supplements may become necessary, but first try other
food approaches such as favorite foods and food higher in nutrient density,
calories, and protein.

Residents with severe and irreversible dementias may no longer be able to
eat at the end of life and may need only comfort care.

Note: Residents at the end of life need their mouths moistened and good oral
care.

Note: When residents are near the end of life, artificial nutrition and
hydration may be withheld, in accordance with their wishes.
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Weight loss is often expected at the end of life, but should still be assessed.
Note: Residents should not be forced to eat beyond what they desire.

When considering tube feeding as an option, one should be aware of the
potential consequences. Tube feeding could have many serious side effects
for residents with dementia, including aspiration, infections, and resident
removal of tubes.

Environment

Residents should have a pleasant, familiar dining environment free of
distractions to maximize their ability to eat and drink.

Example: Distractions during meals should be limited by avoiding mealtime
interruptions and by reducing unnecessary noise and the number of items on
the table.

Example: Serving residents with dementia in smaller dining rooms can
minimize distractions.

Example: A resident's attention to food can increase through visual cues,
such as ensuring visual contrast between plate, food, and place setting.

Example: Present a variety of foods in attractive ways.

A positive social environment can promote the ability of residents to eat and
drink.

Example: Consider where residents are seated to construct the most
appropriate arrangements given relative need and personalities.

Example: Provide small tables that encourage conversation among
tablemates.

Food and Fluid
Residents need opportunities to drink fluids throughout the day.

Example: Incorporate fluids into activities and have popsicles, sherbet, fruit
slushes, gelatin desserts, or other forms of fluid always available to residents.

Nutritional requirements need to be met in the context of food and cultural
preferences.

As a resident's functional ability declines, food should be prepared to
maximize the food's acceptance.

Example: If a resident cannot handle utensils, try modifying the shape of
food so it can be picked up with the fingers.
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Recommended Practices for Pain Management

Assessment

Pain assessment should occur routinely, including when residents have
conditions likely to result in pain and if residents indicate in any manner that
they have pain.
Effective pain assessment addresses:
- Site of pain

Type of pain

Effect of pain on the person

Pain triggers

Whether pain is acute or chronic

Positive and negative consequences of treatment
For those residents who cannot verbally communicate, direct observation by
staff consistently working with them can help identify pain and pain
behaviors.

Example: Observing residents when they move may uncover problems that
may not occur when they are at rest. The problems may require referrals to
occupational or physical therapists.

Example: Observation may uncover behavioral symptoms, such as agitation
and mood changes, or verbal and physical expressions of pain, such as
sighing, grimacing, moaning, slow movement, rigid posture, and withdrawing
extremities during care.

When pain occurs and the cause is not known, conduct a thorough
assessment of the resident's condition and contact family, if available, to
collect background information on the resident's past pain experiences.
When residents are in pain, appropriate referrals to a qualified health care
professional can lead to effective treatment.

Example: Pharmacists could be contacted when there are questions about
the positive and negative aspects of employed pharmacological treatments.

All staff, including direct care staff, should be involved in pain assessment by
being trained to record their observations and report signs of pain in residents
to licensed nursing staff.

Note: Use of assessment tools.

There are many pain scales and tools available, and staff may want to try
various types to determine which ones work most effectively for any given
resident with dementia.

If an appropriate pain scale is determined, staff should be trained to use the
same pain scale consistently with a resident.

Periodic reassessment of a resident’'s pain experience should use the same
assessment tool over time as long as necessary.

Staff Approaches
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Prevention of pain is the first defense against it.

Example: Avoid conditions that cause pain, such as infections, fractures,
pressure ulcers, and skin tears, through use of appropriate caution when
caring for residents.

Pain can be prevented through the regular use of medications. Offering
medications as needed (PRN), that is, only when the resident reports pain,
may not be sufficient treatment for many residents.

There may occasionally be valid clinical reasons for not wanting to mask acute
pain with analgesics until a cause for the pain can be identified or ruled out.

Example: It may be necessary to monitor acute abdominal pain to identify a
surgical emergency.

When chronic pain occurs, non-pharmacological approaches are often helpful.

Example: Useful strategies to ease pain and promote well-being include
relaxation, physical activities, superficial heat, and repositioning.

Analgesics or narcotic pain medications may be necessary if non-
pharmacological therapies are not sufficient.

Note: Licensed practitioners should determine the type and amount of
medication based on the severity of the resident's pain and his or her past
experience with analgesics. When deciding on pharmacological treatments,
consider all medication side effects, including those affecting dementia and
cognitive functioning.

Residents and their families should receive information about palliative care
options, including hospice, when residents appear to have entered the final
stages of dementia.

When appropriate, work with a resident's physician to enroll a resident who is
in the final stages of dementia in hospice.

Note: Signs that a resident may be in the final stages include a resident's
inability to walk without assistance and to sit up without support, inability to
smile, unrecognizable speech, and swallowing problems.

Note: Entry into end-of-life care programs can help promote effective use of
pain medication and ease the end of life process.

Recommended Practices for Social Engagement and Involvement in
Meaningful Activities

Assessment

A formal initial assessment that involves family, when available, and ongoing
interaction with a resident promotes understanding of the activities that
would be meaningful to the resident.
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Assessments will help determine various resident characteristics relevant to
social engagement and activity participation. To involve residents in the most
meaningful activities, assess a resident's:

Capacity for physical movement

Capacity for mental stimulation

Interest in social interaction

Desire for spiritual participation and fulfillment

Cultural values and appreciation

Various specific recreational interests and preferences
At the time of admission, families and residents should be invited to provide
staff with "a life story” that summarizes the resident's past experiences,
personal preferences and current capabilities.

Staff Approaches

Social engagement of residents is not the sole responsibility of the activities
staff. Every staff member has the responsibility and the opportunity to
interact with each resident in a manner that meets the resident’'s needs and
desires.

A plan for social engagement and meaningful activity is a critical part of the
care plan.

Staff can achieve both brief and extended interactions with residents
throughout the day. Brief but meaningful encounters may greatly enhance a
resident’s life.

Example: It takes very little time to share something personal with a
resident, such as family photographs, or to approach a resident in a hallway
and compliment her on her dress.

Lack of verbal communication skills does not prevent residents with dementia
from being socially engaged. On the contrary, staff may play an even more
important role by initiating an engagement.

Example: If a resident's life story indicates that the resident enjoys music,
play music or sing a song.

Activities need to acknowledge that some residents with dementia experience
increased confusion, agitation, and movement at the end of the day.
Appropriately trained staff and volunteers can facilitate group activities.

Note: Staff training can include methods of adapting activities for the needs
of each resident with dementia to maximize participation and engagement.

Environment

Elements in the structure or layout of assisted living residences or nursing
homes can create opportunities for meaningful activity.

Example: Develop walking paths that encourage exploration and strolling
when the home's facility layout permits.
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Example: Develop interest points such as a fish tank or a colorful tapestry
that encourage visual or tactile stimulation.

Activity materials can be available at all times for use by non-activity staff
and visitors.

Note: These materials may include such things as baskets of fabric swatches,
greeting cards, calendars with attractive photos, and tactile items such as
aprons, hats, and fishing gear.

Resident functioning can improve when the environment minimizes
distractions that can frighten or confuse residents, while maximizing
environmental factors that promote independence.

Example: Hold an activity in a quiet room free of distractions or noise.

Example: Ensure appropriate lighting, temperature, and comfort for
residents.

Activities

Residents should be encouraged to use their remaining skills in their daily
activities. Use techniques that encourage residents to be as independent as
possible

Frequent, meaningful activities are preferable to a few, isolated programs.
Activities should proactively engage residents.

Example: Having residents watch staff make decorations for a party is not as
meaningful as asking residents to help make the decorations.

The outcome of an activity or social interaction is not as important as the
process of engaging the residents.

Example: A gardening activity can be pleasant whether or not a plant grows.

Offering activities that accommodate the resident’s level of functioning can
promote participation in them.

Example: Word games may be highly successful for residents at one
cognitive level and highly frustrating for residents at another.

When an activity includes multiple participants, consider the group dynamic
and the overall mood of the group, and be flexible in adapting the focus and
purpose of the activity.

Opportunities for involvement in the community are important for the sake of
feeling part of the greater society.

Example: Consider attending a concert at a local theater, participating in a
community service project, or playing with local children through an
intergenerational program.
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Staff can offer opportunities for families to be involved in activities.
Group sizes and lengths of time for the activity need to be tailored to the
functional level of residents.

Example: ldeal group sizes range from four to 10, depending on the activity
and abilities of the residents.

Example: Thirty minutes or less of one specific activity or task is appropriate
for most individuals with dementia before transitioning to another task.

Example: Residents who are not ambulatory can be meaningfully engaged
and stimulated by such activities as massages, music, and storytelling.

CLINICAL ALGORITHM(S)

None provided

EVIDENCE SUPPORTING THE RECOMMENDATIONS

TYPE OF EVIDENCE SUPPORTING THE RECOMMENDATIONS

The Dementia Care Practice Recommendations are based on the latest evidence in
dementia care research and the experience of care experts.

BENEFITS/ZHARMS OF IMPLEMENTING THE GUIDELINE RECOMMENDATIONS

POTENTIAL BENEFITS

Improved quality of life for persons with dementia through adequate food and
fluid consumption, improved pain management, and appropriate social
engagement

POTENTIAL HARMS

Not stated

IMPLEMENTATION OF THE GUIDELINE

DESCRIPTION OF IMPLEMENTATION STRATEGY
An implementation strategy was not provided.
IMPLEMENTATION TOOLS

Staff Training/Competency Material

For information about availability, see the "Availability of Companion Documents" and "Patient
Resources" fields below.
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